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Abstract

Background and objective: Care for children with disabilities is often neglected and
ignored. It tend not to be taken outside the home because of embarrassment and potential
teasing and ridicule from others. Home care is the best way to provide daily care and
management for children with chronic disabilities. This study was designed to assess
the practices of mothers of children affected by cerebral palsy regarding home care
management in Erbil city/Iraqi Kurdistan region.

Methods: A cross-sectional study was carried out during the period from July 1, to
September 1, 2012. A convenience sample was taken, involving 100 mothers whom
weekly or monthly attended Helena Center for Handicapped Children for physiotherapy
and medical managements.

Results: The results revealed that less than half of the mothers were between 24-30 years
old, half of them were illiterate, most of them were living with low socioeconomic status,
and more than half were living in urban areas. The highest percentage of cerebral palsy
children were in toddler developmental stage, the majority complained of spastic type.
The present study found that there was significant association between mothers’ age and
dental/oral care. There was also significant association between socio-economic status
with both of dental/oral care and child safety. There were highly significant association
between ages of cerebral palsy children with maintained oral care and hygiene, nutrition,
hydration care and constipation. There was significant association between types of
cerebral palsy and communication.

Conclusion: The finding of the study refers that the mothers having cerebral palsy child,
complained of inadequate skills concerning home care management, and the study recom-
mends a comprehensive health education program for mothers having cerebral palsy child.
Keywords: Home care. Management. Mother. Children. Cerebral palsy.

Introduction pediatric nurse and neurologists.
Cerebral palsy (CP) is one of the chronic  They often have complex long-term by a
conditions which have become a serious  family-centered service delivery model.*
health burden worldwide. Culture plays Usually those children have difficulty
an important role of caring over a long with speech or no speech, intellectual and
time in childhood." CP is the most common communication impairment are of similar
cause of significant motor impairment in magnitude to the combined effect of social
childhood, occurring in 2.5 children per  factors such as parental education, paren-
1000 live births.? Now, there are around tal employment, and family structure.’
1700 children registered in Helena Center  This group of pediatric patients needs
for Handicapped Children with CP in Erbil continuous care and supervision. The
city. Their ages are between one to primary care management of cerebral
seventeen years old.® Children with CP or palsy provides an opportunity to implement
other neuro-developmental disability need the medical home care, and improve
various professionals health care, such as the overall quality of care of affected

* Department of Pediatric Nursing, College of Nursing, Hawler Medical University, Erbil, Iraq.
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individuals and their families.® Home-based
programs are necessary because almost
none of parents have received appropriate
training for working with children with neu-
rological disorders.” Likewise, despite ef-
forts to enhance home care, the National
Health System in Spain depends heavily on
outpatient clinic-based care and there are
few opportunities for home care. Thus, the
responsibility and pressure on the care-
giver is high.®2 Understanding the priorities,
necessity of children and youth with CP
and their families are essential for family
centered service.? A study done on families
having CP child emphasized that most of
the families had showed great openness
toward acquiring new skills and knowledge
for handling their children with chronic dis-
ability. Lack of home care management
towards disabled children is the result of
poor awareness and knowledge about the
disability.”® More recently, social policy has
promoted community-based programs that
provide care for children with disabilities in
their homes and community." Nurses can
support and provide health education to
the mothers and family members about
meeting the needs of those children.
Nurses should also encourage the rehabili-
tation of the children to improve their
function. Home care is a good choice for
many children who have chronic condition;
a mother is the main provider of physical
and emotional support for the patient at
home.

Methods

A cross-sectional study (survey) was
carried out to assess the practices of the
mothers regarding home care manage-
ment. Helena Center for Handicapped
Children was selected for data collection.
This center was established in 1993 by a
Swedish 'volunteer' woman named Helena.
It is located in Shorsh Street; Erbil city. It is
the first center providing medical care and
physiotherapy to children who have one
type of handicap or more. Data was
collected during the period extended from
15t July to 1% September 2012. A sample of

100 mothers having children with CP were
recruited for the study. Official permission
was obtained from Erbil General Director-
ate of Health and Helena Center for
Handicapped Children. Data collection was
done by the researcher, who kept the
confidentiality and anonymity of the data.
The purpose of the study was explained;
and a verbal agreement was obtained from
the participants. A questionnaire was used
concerning home care management of
mothers having CP children. It consisted of
two parts. The first part was divided into
two sections, section one was concerning
demographic characteristics of mother
such as age, formal years of education,
and socio-economic status (SES), and
section two was focusing on CP child’s
demographic information such as develop-
mental stage, gender, and types of CP.
The second part was to assess mother’s
home care management skills, and it
consisted of skin care (4 items), dental/
oral care (5 items), maintain oral hygiene
(4 items), nutrition and hydration (8 items),
bowel and bladder functioning (6 items),
constipation care (4 items), child safety
(7 items), communication (8 items), behav-
ioral and emotional care (11 items). The
items were rated between (1) for yes, and
(2) for no. Direct interview technique was
used with whom kindly accepted to partici-
pate in the study. Data was analyzed by
using the statistical package for social
science (SPSS, version 18). Basic descrip-
tive frequency and Chi square test were
used to test association between variables.
A 'P' value of < 0.05 was considered as
statistically significant.

Results

The results revealed that mean age (+SD)
of mothers was 32.53 (+8.37) years old,
43% were illiterate, 65% were of low SES
and 56% were living in urban areas (Table
1). The mean age (+SD) of children with
CP was 4.376 (+3.35). More than half
(53%) of CP children were toddler develop-
mental stage. The highest percentages
(78%) were having spastic type (Table 2).
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The study found that there was significant
association between age of mother and
dental/oral care (P = 0.024), and revealed
that the age between 24-30 neglected the
home care rather than the others (Table 3).
There was significant association between
SES and dental/oral care (P 0.039),
as shown in Table 4. There was highly
significant association between SES and
child safety measurement (P 0.001),
as shown in Table 5. There was highly
significant association between age of CP

children versus maintained oral hygiene
(P < 0.001) as shown in Table 6. There
was significant association between age of
CP children with nutrition and hydration
care (P < 0.001) (Table 7). There was
significant association between age of CP
children and constipation (P < 0.001)
(Table 8). There was significant associa-
tion between types of CP and communica-
tion (P 0.042) (Table 9). There was
significant association between gender of
CP and communication (P = 0.024) as
shown in Table 10.

Table 1: Demographic information of mothers’ CP child

Variables F. %
Age of mothers / years

17-23 16 16
24-30 35 35
31-37 30 30
38-44 10 10
Above 44 9 9
Mean and SD 32.53 +8.37

Level of mothers education

Illiterate 43 43
Can read and write 6 6
Primary graduate 30 30
Secondary graduate 14 14
High college graduate 7 7
Socio-economic status (SES)

Low 65 65
Middle 31 31
High 4 4
Residency areas

Urban 56 56
Rural 44 44
Total 100 100
Table 2: Demographic information of CP child.

Variables F. %
Developmental stage

Toddler 53 53
Preschool age 25 25
School age 22 22
Mean and SD 4.376 £ 3.35

Sex

Male 59 59
Female 41 41
Cerebral Palsy types

Spastic 78 78
Athetoid 1 1
Ataxia 8 8
Mixed 3 3
Total 100 100
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Table 3: Association between age of mother and Dental/ oral care.

Dental/ oral care

Yes No Total
Age of mother years F. (%) - (%)
17-23 1(6.3) 15(93.8) 16
24-30 2(57) 33(043) 35 X =11.24
31-37 4(13.3) 26(86.7) 30 df=4
38-44 4 (40) (60) 10  pvalue =.024
Above 44 0 (0) 9(100) 9
Total 11(11)  89(89) 100

Table 4 : Association between socioeconomic status and Dental/ oral care.

Dental/ oral care

Tes No Total
0, o
Socioeconomic status (SES) F. (%) F. (%)
Low 6(9.2) 59 (90.8) 65 2= 6.478
Middle 3(9.7) 28 (90.3) 31 df=2
High 2 (50) 2 (50) 4
Total 11(11) 89 (89) 1op  Pvalue=039

Table 5 : Association between socioeconomic status and child safety.

Child safety Yes

No Total
Socioeconomic status (SES) F. (%) F.(%)
Low 7 (10.8) 58 (89.2) 65
Middle 4 (12.9) 27(87.1) 31 X =12.957
High 3 (75)  1(25) 4 df=2
Total 14 (14) 86 (86) 100 p value =.001

Table 6: Association between age of CP child and maintain oral hygiene.

Maintain oral hygiene

ves No Total
0, o
Developmental stage of CP child F. (%) F.(%)
Toddler 0 (0) 53 (100) 53 )
X°=14.475
Preschool age 1(4) 24 (96) 25 =2
School age 5(22.7) 17(77.3) 22 p value= <.0001
Total 6 (6) 94 (94) 100
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Table 7: Association between age of CP child and Nutrition and hydration care.

Nutrition and hydration care No

Yes
F (%) F.(%) Total

Developmental stage of CP child

Toddler 1(1.9) 52(98.1) 53 %2 =14.337
Preschool age 1(4) 24 (96) 25 gf=2

School age 6 (27.3) 16 (72.7) 22 p value= <.0001
Total 8 (8) 92 (92) 100

Table 8: Association between age of CP child and Constipation care.

Constipation care

Yes No Total
o, o
Developmental stage of CP child F. (%) F. (%)
Toddler 0 (0) 53 (100) 53 2 =18.660
Preschool age 0 (0) 25 (100) 25 df =2
School age 5(22.7) 17 (77.3) 22

p value= <.0001
Total 5 (5) 95 (95) 100

Table 9: Association between type of cp and Communication.

Communication Yes No
Types of cp child F. (%) F. (%) Total
Spastic 14 (24.6) 43 (75.4) 57 w2 =8 191
Athetoid 0 (0) 8 (100) 8
Ataxia 1 (3.6) 27 (96.4) 28 df=3
Mixed 2(286) 5(71.4) 7 p value=.042
Total 17 (17) 83 (83) 100
Table 10: Association between sex of CP children and communication.
Communication Yes No Total
Sex of CP child F. (%) F. (%)
Male 6 (10.2) 53 (89.8) 59 x2=4.758
Female 11(26.8) 30(73.2)41 =1
p value=.029
Total 17 (17) 83 (83) 100
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Discussion

The findings of the present study show that
the mean age of mothers was 32.53 years
old. Less than half of them were illiterate,
living with low SES, and more than half of
them were living in urban areas. This result
is in agreement with a study done by
Mualla et al in Erbil city in 2008 who found
that the majority of CP caregivers’ ages
were between 25-38 years old, most of
them illiterate (60%), 79% were living in low
SES, and 65% living in urban areas.’
Others found that the mothers had a mean
age of 40.3.” The family demands related
to care could preclude a family member
from receiving a promotion or results in
the loss of a job. Medical visits, therapy,
special equipment, medicines, and other
specialized services were part of the finan-
cial demands associated with chronic
illness for those families who were already
financially stressed. Chronic illness could
place them at additional risk of draining
their resources." The present study shows
that the mean age of CP children was
4.376 years old, more than half were
males, and the majority of them com-
plained of spastic type. A similar study that
was also conducted in Erbil city found that
half of CP children were in preschool age,
more than half were males, and the highest
percentages gSO%) of them complained of
spastic type.'* Another study found that the
rate between males and females ratio were
1.3:11 (56% male and 44% female).”
In a phenomenological study that was
conducted in the United State of America
(USA) found that the spastic CP type
recorded high percentages, and added that
the victim males were more than females.™
A similar study has found that the
spastic type represent 70-80%, athetoid or
dyskinitic type was 4-8%, ataxic t}/pe was 5
-10% and mixed type was 1-2%."> Another
study from Nigeria found that half of CP
children were in toddler developmental
stages.2 The present study shows a signifi-
cant association between mothers’ ability
towards oral/dental care and mothers’ level
of educational and SES. This result is

supported by a study done by Canadian
Pediatric Society (CPS) where the caregiv-
ers with low SES reported more problems
concerning their patients because of the
limited resources and reduced capacity to
provide adequate care.'® Others stated that
dental care could require special attention
to the consequences of altered oral motor
tone, dysplasia, bruxism, tongue move-
ments, mouth breathing, and challenges to
dental hygiene maintenance."”” Similar
studies stated that the caring for a child
with CP was affected by SES.' Another
similar study emphasized that low SES
considered one factor which affected moth-
ers’ nurtures of the child. This could occur
because several studies have shown
associations between low income and poor
oral health. Families from low SES group
lack of knowledge which led to poor home
care management skills®. The SES is con-
sidered one factor which affects mothers’
nurtures of the children care. Families from
low SES group had lack of knowledge
which led to poor skills.'*'® The present
study found that there are significant asso-
ciation between SES, and child’s safety.
This result was supported by London et al
who emphasized that the mothers were
affected by poverty, low education levels,
and lacks of family and community sup-
port.”” Others stated that safety belts
should be used for children in strollers and
wheelchairs; especially with a child with
chronic seizure wearing a helmet to protect
against further injury'® The situation refers
how the SES of the family has significant
impact on the way of raising a child with
CP." The finding of the present study
shows a significant association between
CP developmental stage and oral hygiene,
nutrition, and constipation. This result was
in agreement with a study stated that
the evaluation could require a thoughtful
but systematic review of potential causes
including dental pain, gastroesophageal
reflux, constipation, orthopedic pain, and
urinary tract problems, including kidney
stones, and needs special nutritional
care’. Others emphasized that the

707



Home care management among mothers'

Zanco J. Med. Sci,, Vol. 18, No. (2), 2014

http://dx.doi.org/10.15218/zjms.2014.0021

children with CP required high-calorie
diets or supplements to the diet because of
feeding difficulty associated with spasticity.
Many children had difficulty with chewing
and swallowing. Giving the child small
amount of soft food at time was the best
way to provide hydration. Children with
physical disabilities showed that parents
were concerned about nutrition and physi-
cal activity, social life, future productivity,
daily routines, and balancing their adoles-
cents’ need for independence with safety
and energy conservation.?® Others stated a
self-feeding and nutrition was concerns of
families of young children and children with
severe motor limitations and could reflect
parents’ concern for their children’s growth,
dental care, skin care and general health
status.? Altered smooth muscle and sphinc-
ter tone together with the effects of medica-
tions, diminished activity, and variable
hydration contribute to the high incidence
of constipation in children with CP." The
study found that there was significant asso-
ciation between types of CP, sex, with
communication. Also the present study
revels that there was significant association
between parent's communications with
CP children. Others stated that the CP
described a group of disorders of posture
and movement accompanied by impair-
ments in sensation, perception, cognition,
and communication, because CP children
have difficulty with speech or can not
speak.>'® Others stated that the majority
of research assistants were health care
professionals experienced in complication
during collection of data because of child’s
communication.® Other studies described
that poor parent—child communication in-
creased the risk of psychosocial problems
in school-aged children.?’ Others recom-
mended that the speech therapy aims at
improving communication. A child need
help to overcome a slight articulation prob-
lem, or she may not be able to communi-
cate verbally and may require a non-verbal
communication system. They added that
80.6% mothers also isolate themselves and
even reduce their social communications to

as few people as possible.?? Other stated
that thebrain injury resulting in cerebral
palsy may also affect higher cognitive
functioning, resulting in evidence of learn-
ing disability, language and communication
impairment.

Conclusion

Most mothers were in child bearing
age. The disabilities were mainly due to
financial problems rather than inadequate
preparation to care for the child or lack
of information regarding the condition.
The study recommended that the health
education program should be provided by
nurses to mothers having CP child in order
to have good home care management.
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